Question prompt lists (QPLs) have been shown to be an inexpensive and effective communication tool for patients in oncology consultations. We aimed to develop and pilot a QPL for palliative care (PC) patients. In order to identify suitable questions for inclusion in the QPL, we conducted focus groups and individual interviews with 19 patients, 24 carers and 22 PC health professionals. A further 21 health professionals reviewed the draft document. The draft QPL was piloted in 23 patients. In total, 112 questions were identified and grouped into eight categories. All participants felt that the QPL, in booklet form, could be a useful tool. Out of 23 patients in the pilot study, 22 agreed that the QPL was helpful, contained useful questions, was easy to understand and would be useful in the future. State anxiety (STAI) decreased after receiving the booklet and seeing the doctor in 16 out of 19 patients (overall anxiety decreased by a median of 8, IQR 1 -13). Participants in the pilot study endorsed the inclusion of end-of-life issues in the QPL, despite some reservations expressed about this by health professionals in the individual interviews. We have identified a specific QPL that might facilitate useful dialogue between PC patients and their doctor. The QPL has strong support from patients, their carers and relevant health professionals.
Optimal communication has been identified by patients and their families as one of the most important aspects of medical care at the end-of-life (Steinhauser et al, 2000; Curtis et al, 2001; Wenrich et al, 2001) . Medical practitioners tend to underestimate the information needs of cancer patients (Degner et al, 1997a) . The information needs of individual patients vary (Leydon et al, 2000; Jenkins et al, 2001) . Hence, a blanket policy of fully informing and involving all patients may not best serve their interests. Communication may be improved when patients are able to ask questions that are of greatest concern to them. Some health professionals encourage patients to write down their questions and bring them to medical appointments, but patients may not know what questions to ask or how to articulate their concerns. Butow et al (1994) explored the use of a question prompt list (QPL) given to cancer patients before their initial consultation with oncologists. A QPL is a structured list of questions for the patient to ask the doctor if they wish. It is designed to encourage patient participation during a medical consultation and to assist patients in acquiring information that is suited to their needs and at their own pace. This simple and inexpensive intervention has been found to promote question asking about prognosis in three separate studies (Butow et al, 1994; Brown et al, 1999 Brown et al, , 2001 ). In the most recent of these studies (Brown et al, 2001) , provided the oncologist specifically addressed questions in the QPL during the consultation, those patients who received the prompt list were significantly less anxious immediately after the consultation and had better recall and significantly shorter consultations.
Patients in a palliative care (PC) setting may also benefit from receiving a QPL. The specific information needs of patients being referred to a specialist PC service are not well documented. The current study aimed to determine the information needs of PC patients in order to develop an evidence-based QPL specific to this setting and to pilot this QPL in patients attending a specialist PC service.
MATERIALS AND METHODS

Participants
Three groups felt to have important input were sampled: (a) PC patients, (b) carers of PC patients, and (c) health professionals working in PC. Patients and carers were eligible to take part if they were: (1) over 18 years of age, (2) English speaking, (3) well enough to participate, (4) able to give informed consent, and (5) referred to a specialist PC service and diagnosed with an incurable and progressive illness, or the carer of such a patient. In all, 19 patients and 24 carers were recruited from hospitals, PC units and the community in three PC services in Sydney. Their demographic characteristics are shown in Table 1 .
In total, 22 PC health professionals were interviewed, including seven senior doctors, six senior registrars in training, four nurses and five allied health staff. They worked at 10 PC services in two states of Australia in teaching hospital, community and inpatient PC unit settings. Seven (32%) had more than 10 and all more than 2 years experience. A further 21 health professionals, including PC doctors and nurses, Family Medical Practitioners, a medical oncologist and an expert in consumer materials reviewed the draft QPL. We piloted the final draft QPL in 23 patients seeing one of three PC doctors from three services in Sydney (see Table 1 ).
Data collection and analysis
Focus groups of four to eight participants, supplemented by individual interviews with those unable to attend a focus group, were held separately with patients and carers and conducted by a PC physician (JC) and a clinical psychologist (PB). Health professionals were given a semistructured individual interview either face to face or over the telephone. For patients and carers, the discussion explored the meaning of PC, questions they had asked the PC service and questions they wished they had asked. The interview for health professionals explored the information thought to be most important to convey to patients during PC consultations, common questions asked by patients and their carers, and questions they felt would elicit useful information, but patients and carers may have difficulty asking. All participants were asked their views on the QPL and when it should be given.
The focus groups and telephone interviews were audiotaped and fully transcribed. Data analysis was informed by qualitative methodology (Pope and Mays, 2000) . Individual questions or information needs were identified from the transcripts using the participants' own language where possible. These were discussed by both facilitators to ensure consistency of interpretation and were organised into categories to facilitate comprehension, as suggested by Ley (1988) . Further focus groups and/or telephone interviews were conducted until no additional topics were raised. A draft QPL was developed using the categories and questions identified in the transcripts. The draft QPL was then reviewed by relevant health professionals and their suggestions were incorporated. The document was further refined to ensure ease of understanding and a Flesch -Kincaid reading grade level score of below 8.0.
Based on feedback regarding optimal timing of QPL provision derived from focus group and interview data, enrolment in the pilot study was within three consultations from initial contact with the PC clinician. The consultations all took place in an outpatient PC clinic.
Prior to the consultation, patients completed a questionnaire regarding their information and involvement (decisional control) preferences, and anxiety levels. General preferences for information were assessed using a question from the Cassileth Information Styles Questionnaire measuring the type of information preferred (Cassileth et al, 1980) . Preferences for decisional control were assessed using a validated and reliable question from previous studies in cancer patients (Sutherland et al, 1989; Degner et al, 1997b) . Patients were classified as wanting an 'active', 'passive' or 'collaborative' role when making decisions about treatment. Patient anxiety was measured by the Spielberger State Anxiety Inventory (Spielberger, 1983 ) (20 items), which produces a continuous score (range 20 -80) with higher values representing higher anxiety levels. The latter is a widely used scale measuring situational anxiety.
Patients had about 20 min to review the QPL. Clinicians were asked to endorse and refer to the QPL during the consultation.
After each consultation, clinicians were asked whether the QPL interfered with the flow of the consultation (Yes/No/Not sure) and whether they thought that it made it any easier for either the patient or themselves to raise certain issues during the consultation (Yes/No/Not sure). If clinicians answered yes to the latter they were asked to comment. After the consultation, patients also completed a questionnaire measuring anxiety and responses to the QPL using standard items.
After 3 weeks, patients completed a further questionnaire regarding the usefulness of the QPL during subsequent contacts with the PC team where that had occurred. At the completion of the study, participating clinicians completed a questionnaire eliciting attitudes towards the QPL, and whether they would incorporate it into their own practice.
The study was approved by the ethics committees of participating institutions.
RESULTS
Results of focus groups and individual interviews
Eight categories of questions were identified from the transcripts.
About the PC service and team General questions included how and when to contact the PC team, and the connection between the PC team and other health professionals involved in the patients' care. In addition, some patients wanted advice about how to choose another doctor. A second opinion was valued regarding disease-specific treatment from an independent source. Others wanted to discuss the option of stopping anticancer treatment or not starting it at all.
Physical symptoms and treatment Most participants suggested questions about the management of a range of physical symptoms (see Figure 1 ). Several very detailed questions were raised about medications, particularly morphine.
Lifestyle and quality of life Participants wanted advice about how to make the most of their life (see Figure 1 ). Several were not sure how physically active they could expect to be. Intimacy and body image were raised by several health professionals as topics patients have difficulty asking about, but are sometimes relieved to discuss. These latter topics were not raised by patients or carers.
My illness and what to expect in the future Several questions were raised about underlying disease and prognosis (see Figure 1 ). Pain was a particular concern in the future and around the time of death.
Support Many participants raised the requirement for support in various forms for both carers and the patient themselves (see Figure 2 ). All participant groups commented that simple practical issues could be overlooked in early consultations with the PC team, particularly if there were major physical symptoms or emotional concerns to address. Several patients and carers stated that they found out about disability parking some time after struggling to get to appointments. The cost of care was also raised. Patients and carers admitted to feeling uncomfortable asking such questions for fear of 'quibbling' over costs. Some health professionals, but no
Figure 1 Categories and examples of questions identified in focus groups/individual interviews
About the PC service and team 'What sort of care is okay, how much (help) can I get?' (carer from focus group 4) 'I had no idea of the range of services.' (carer individual interview 2) 'What liaison is there between the PC Service personnel and my own medical advisors, like my GP (family medical practitioner), Oncologist and the folk at the Oncology Unit ?'(patient from focus group 2) 'Can the PC y doctor advisey when it's pointless to continue (referring to chemotherapy)?'(patient from focus group 2) Physical symptoms and treatment: 'I think it's wonderful that I have somebody that I can ring and say 'she hasn't been to the toilet for three days, what do I do?' (carer from focus group 5) 'They often have some questions about treatment and specifically morphine comes up again and again. Questions about y 'will I get addicted?', 'does this mean I'm dying right now?',' will I run out of it?'' (doctor 2) Lifestyle and quality of life 'How much should she expect to be able to do? Cause some people say that she should work longer but you get puffing andy what sort of expectations should you put on it, because some people will say you should walk around the block, and she says, 'I can't'. We don't y hear that from doctors.'(carer from focus group 5) 'The whole issue of sexuality I think it's not an area that's given a lot of permission to discuss y I think it's more about self image: how they look, how y they perceive that they've lost their sexual appeal.' (nurse 1)
My illness and what to expect in the future 'I think it's been really important for Mum to have someone to talk to y about you know what's going to happen to me, what can I expect?'(carer from focus group 5) 'When the end comes are you going to be in agony because there's nothing that can help you, or do they have some kind of solution?'(patient from focus group 1) patients or carers, suggested questions about spiritual and cultural issues.
If I am concerned about my professional care Patients and carers were uncertain what to do if they had a concern about their care or an aspect of the PC service (see Figure 2 ). This issue was not raised by any health professionals.
For carers Carers and health professionals raised questions related to the role of the carer (see Figure 2 ). Carers were anxious about what skills would be required to take care of the person at home. Both carers and health professionals stated that carers may be hesitant to voice concerns about their ability to cope.
End-of-life issues Questions about end-of-life issues were raised mainly by carers and health professionals (see Figure 2) . While many suggested that these would be important to include, concern was expressed by some health professionals that these issues could be confronting for patients, especially at the time of initial referral to PC.
Additional comments and recommendations for a QPL All patients and carers felt that the QPL would be useful (see Figure  3) . Of 22 health professionals, 20 were very positive about the concept of the QPL (see Figure 3) . Two health professionals thought that it could be useful but confronting, especially for patients referred early in the course of their illness, who may not be ready to think about noncurative treatment.
Participants recommended a written introduction to the QPL defining PC, endorsing question asking during the current and subsequent consultations, encouraging people to keep the QPL for future reference and reassuring patients that not all questions may be relevant to them. Most patients and carers and approximately half of the health professionals felt that the prompt list should be given prior to or during the first consultation with the PC team. The remainder felt that the QPL should be given later, for example, at the second or third consultation.
A total of 104 questions within eight categories were identified via the focus groups and individual interviews. Eight additional questions were added as a result of feedback from health professionals. The final draft QPL was a booklet titled 'Asking questions can help: an aid for people seeing the PC team' (see Appendix A).
Results of pilot study
Of the 23 participants, 20 completed their post consultation questionnaires, the remaining three became acutely unwell but gave verbal feedback to the research nurse following the consultation. In all, 11 patients completed the 3-week follow-up questionnaires (five patients were too unwell, four died, two did not respond to a reminder and one patient's carer requested no further involvement).
Patient feedback on QPL from pilot study Patients' views about the QPL are outlined in Table 2 and Figure 4 . Only one patient responded negatively, more to the process of participating in research than to the QPL itself.
Anxiety scores decreased after receiving the booklet and seeing the doctor in 16 patients and increased by a minimal amount in two patients and more substantially in one (increase of 20 points). The overall anxiety decreased by a median of 8 (IQR ¼ 1 -13).
Patients suggested removing only one question: 'How can you make sure that I have died?', but endorsed a similar question
Figure 2 Categories and examples of questions identified in focus groups/individual interviews
Support 'What help is around, be it practical support or equipment y I think sometimes they get overlooked and people say I wish I'd know that 3 weeks ago.' (occupational therapist) 'About y handicapped parking -we weren't told that by anyone here, we got that through a friend who is in a similar situation.'(carer from focus group 5) 'The first question that came to my mind is 'how much is this service going to cost me'y is it something that you pay through your health fund or whether it's going to be charges in addition to what are covered.' (patient from focus group 1) If I am concerned about my professional care 'Cause even my Mum now, she doesn't want to go to a second person to get an opinion because she's scared. She doesn't want to betray the doctory that needs to be broken down, that sort of stuff.' (carer from focus group 5) 'You need someone to say look if you're not yfeeling comfortable, like for example, maybe someone doesn't feel comfortable with a man, or someone doesn't feel comfortable with a woman. I think the y important point y is really the crux of it is your relationship with your health care person. You have to feel you can trust them, you're comfortable with them, that they respect you, that you respect them, their opinion.' (patient individual interview 2) For carers 'There seems to be a reluctance to discuss what happens if I can't cope y more from the carers y it's all very well saying he can go home to be looked after but when it gets a bit more complicated, it's often hard for them I think to ask, 'well what happens if I don't cope?''(nurse 2) End-of-life issues 'There's a lot of people who would like to knowy what to expect when they're actually dying, but I think they're afraid to ask.' (doctor 4) 'You need somebody there when the person you care for does pass away, I mean where do you go after that, where do you look, what do you do?'(carer from focus group 6) Figure 3 Comments about concept of QPL in focus groups/individual interviews 'I think it would be very helpful, because some people, including myself, you get doubts and you just don't know how to pose a question sometimes, and I think a prompt sheet would be great because it enables you to ask things that you perhaps wouldn't think of but are going to be helpful for you.' (patient individual interview 1) 'I think this... (question) sheet, that's wonderful because when you first find out that this person that you love so much is going to die, you're in such shock and you are so terrifiedyyour brain doesn't even function. You can't think of questions to ask. And that doesn't last just for 24 h, it lasts for weeks, for months.' (carer from focus group 4) 'I think it would be useful, because y it y allows them to know that there are other people in their situation that may be asking these sorts of questions. They may not feel comfortable enough straight away, but it can sort of sow the seed that they can ask the question further down the track, when they're ready. So I think it is a valuable thing and it may touch on areas that they themselves may not have realised were appropriate questions to ask.' (doctor 4) 'In people who are a bit uncertain or have not had PC explained well to them, some of the questions you might want to put on the sheet, things about prognosis and issues around the actual time of dying and care related, may be confronting for some patients who might not have been at the stage of even having thought of that yet. But I don't know that it's necessarily a bad thing y I suppose it's reasonable to put all that kind of stuff in, otherwise you're not really telling people the whole truth about either them or what we're trying to achieve with them.' (doctor 8)
for carers 'How do I know when he/she has died?' and the other end-of-life questions, even if they themselves did not want to ask such questions in the current consultation. Some patients specifically said that they valued the end-of-life section and that it made it easier to raise these issues with their doctor. The carer of one patient who died 1 week after participating in the study contacted us to say that the QPL acted as a catalyst for discussion about end-of-life issues that they had not been able to broach previously. No additional questions were suggested. Asked some of the questions, but felt they would have asked them anyway without having read the booklet. Had not seen the doctor/and or palliative care team member since the day of initial consultation.
Doctor feedback on QPL from pilot study In all 23 cases, the doctor indicated the QPL did not interfere with the flow of the consultation. In 20 cases, the doctor felt that the QPL made it easier for either the patient or themselves to raise certain issues during the consultation such as end-of-life issues or prognosis. Other discussion topics that doctors felt were prompted by the QPL included diet, financial problems, the relationship between the PC team and their general practitioner and the availability of support services. In the questionnaire after the completion of patient recruitment, all three participating doctors said that the QPL was a very useful tool for patients, none had reservations about the QPL and all felt that they would use the QPL for patients in the future (see Figure 4) .
DISCUSSION
This study aimed to identify a list of questions to assist patients' understanding of PC and to facilitate achievement of their information needs and involvement in decisions about their care. Analysis of these data identified 112 questions within eight categories, see Appendix A.
The information and supportive care issues raised during the focus groups and interviews are similar to those identified in previous research of cancer patients' unmet needs (SansonFisher et al, 2000) . However, our results identified many needs particular to the PC setting; for example, questions about the amount of help available for carers and about medications, particularly morphine. Secondly, issues not previously discussed in the literature were raised, such as patients' and carers' need for reassurance that they can get a second opinion if they wish, either to hear another view or because they are uncomfortable in some way with their current doctor or nurse. Finally, carers and health professionals raised end-of-life issues as a sensitive area that patients may be frightened to ask about, but relieved to be able to discuss.
There were some issues raised by patients and carers, but not by health professionals, suggesting that health professionals are not aware of patients' need for information in these areas.
For example, what patients should do if they are concerned about an aspect of their PC and whether they can seek a second PC opinion, about handicap parking, very detailed questions about medications and the costs of care. Likewise, there were some issues that health professionals raised that were not specifically brought up by patients or carers, namely sexuality, body image and spiritual issues. The reason why patients and carers did not raise these issues is not clear. Perhaps, they were not comfortable discussing this in a focus group setting or even in a confidential individual interview. Possibly they are not topics they would think of discussing with their doctor or nurse. In the case of sexuality, the patients may have been so unwell that they had other priorities.
All patients and most health professionals taking part in the focus groups and individual interviews felt the question list, in booklet form, could be a useful tool for patients seeing the PC team. In the pilot study, we evaluated the content validity, acceptability and perceived usefulness of the QPL for PC patients. All doctors and 22 of 23 participating patients were very positive about the QPL in making it easier to ask questions and discuss issues of concern. Overall, there was a reduction in anxiety scores. Whether this was a result of seeing the doctor or the use of the QPL is unclear from the design of the study, but it does suggest that the process of reading the booklet and seeing the doctor did not unduly increase anxiety. The possibility of this intervention raising anxiety had been a concern and this result is reassuring. Despite health professionals' previously expressed concern about the inclusion of questions about end-of-life issues in the booklet, these questions were endorsed in the pilot study and were felt to be of particular benefit by both patients and participating doctors.
Limitations and applicability of findings
In the pilot study, the majority (82.6%) of participating patients stated prior to the consultation that they wanted all possible information, be it good or bad news. This is similar to the information preferences reported in cancer patients receiving treatment with palliative intent (Fallowfield et al, 2002) . The educational background of patients participating in the pilot study was generally lower than those taking part in the focus groups and individual interviews. Yet, all but one patient in the pilot study reported that the booklet was easy to understand. Patients from three different PC services in Sydney took part in the study. However, all patients in the pilot study were English speaking and were being reviewed in an outpatient-clinic setting. A significant proportion of patients referred to PC in Sydney and Australia come from non-English-speaking backgrounds and are reviewed by the PC doctor either in their own home or in the hospital.
Implications and future research
We have identified a specific set of questions that patients, carers and health professionals felt might facilitate useful dialogue between patients and their PC doctor. This question list, in the form of a booklet, appears to be a beneficial tool for patients and carers both in the early interactions with the PC team and as a future reference. The concept has strong support from relevant health professionals. However, the study is limited to three PC services in Sydney. Before widespread adoption of the intervention Figure 4 Feedback about QPL from pilot study Examples of patients' comments: 'The booklet isy helpful in organising questions that could otherwise have been forgotten.' (Written comment, patient ID45) 'Excellent aid to assist in understanding condition and looking at way ahead.' (written comment, patient ID 34) 'I think the booklet was very helpful, in some ways upsetting but this is OK as it helped to bring out the problems and think about the issues.' (verbal comment to the research nurse, patient ID 7). a larger scale evaluation, with the inclusion of a control group, would be appropriate. The modification of the prompt list for different cultural groups and its use by other members of the PC team also merits investigation.
